Provision of care to a child with Cerebral Palsy (CP) requires individualized assessment and management of all associated problems. They need special education and their families need social support to face day-to-day demands of caregiving. We reviewed the characteristics of 375 children with CP attending Teaching Hospital, Karapitiya to identify their health problems and current level of health and social care utilization. Data were collected through questionnaire-based interviews with caregivers or extracted from child's medical records. The results revealed that approximately 2/3 rd of the children had spastic quadriplegic CP and 54% had some co-morbidity. The majority (30.9%) had 3-4 functional problems. Problems with mobility (77.6%), social activities of daily living (69.3%), bladder/bowel function (70.4%) and speech (57.9%) were the common functional problems. Learning difficulties were reported in 29.3%. Nearly 17% had behavioural and emotional problems. Approximately 98% of the children received physiotherapy. Despite higher numbers having problems with speech and activities of daily living, only 48% received speech therapy and less than 10% received occupational therapy. Among pre-school and school age children, over 70% had never attended school. Only 17.2% of school attendees received special education. Although nearly 70% was from rural, low socio-economic backgrounds, only 12.8% received any form of external financial support. We conclude that children with CP and their families have many unmet needs in the areas of therapy, special education and social support. These needs should be addressed adequately in developing long-term care plans for children with CP, in order to achieve better outcomes.
INTRODUCTION
Cerebral palsy is a permanent disorder of movement and posture and the commonest cause of physical disability in children in many countries (Kriggler 2006 , Werner 2006 , Rosenbaum 2009 ). It is caused by non-progressive disturbances to one or more specific areas of the brain, usually occurring during fetal development; before, during, or shortly after birth; or during infancy.
The incidence of cerebral palsy among term infants is about 1.8 per 1000 live births (Rosen and Dickinson 1992) . Increased survival of extremely preterm infants has lead to a change in the clinical picture of the disease. However, the global incidence of cerebral palsy has remained constant over the years, around 2.5 per 1000 live births (Missiuna et al, 2001 , Kriggler 2006 ) and the incidence is supposed to be higher in developing countries (WHO 2005) .
Cerebral palsy is characterized by an inability to fully control motor function, particularly voluntary control of muscles and coordination (Shanker and Mundkar, 2006, Kriggler 2006) . Depending on which areas of the brain are affected, the affected children may show muscle tightness or spasticity, involuntary movement, disturbance in gait or mobility, difficulty in swallowing and problems with speech. Also these children can have abnormal sensation and perception, impairment of sight, hearing or speech, seizures, and/or mental retardation. Other problems, such as difficulties in feeding, poor bladder and bowel control, problems with breathing due to postural difficulties, pressure sores, and learning disabilities may arise in some occasions.
Management of cerebral palsy aims at helping the child achieve maximum potential in growth and development. This should be started as early as possible with identification of the very young child who may have a developmental brain disorder. A multidisciplinary team consisting of paediatricians, physiotherapists, occupational therapists, speech therapists, educators, nurses, social workers, and other professionals can assists the child as well as the family. As these children grow up, they may require support services such as educational and vocational training, independent living services, counseling, transportation, recreation/leisure programmes, and employment opportunities, all essential to the developing into adulthood.
However, not all children with cerebral palsy have equal access to these health and social services. Utilization of health services by children with special health care needs could be far less than ideal, especially in resource poor settings (van Dyke et al, 2004 , Szilagyi et al, 2004 , Parish et al, 2012 . Although children with special needs should receive special focus in health and social care and policy planning, data pertaining to such children and their care needs are scarce in Sri Lanka, both at the national and regional levels. Significant gaps exist in evidence relating to the status and services for people with disabilities, barriers to education and access to healthcare (Peiris-John et al, 2013) .
While the functional capability of a child with cerebral palsy depends on his/her developmental stage, the actual performance of the child will relate to contextual factors like the role of parents, family and availability of resources (e.g. rehabilitation equipment). These children and their caregivers must therefore be empowered to face the mounting challenges of inclusive living to guarantee equal opportunities for them. Identifying the unmet needs in the areas of health, education and social care for these children is essential for planning and organizing the much needed services. This in turn will enhance the health and quality of life of the children themselves as well as their families. This study aimed to review the characteristics of children with cerebral palsy attending a tertiary care hospital, with a view to evaluate current level of health and social care received by them.
MATERIALS AND METHODS
This study was conducted using secondary data from a database of 375 children with cerebral palsy and their caregivers attending Teaching Hospital, Karapitiya (THK), Galle, Sri Lanka. THK is the only tertiary care institution in the whole of the Southern province which possesses a network of facilities necessary for multi-disciplinary management of children with cerebral palsy.
The database was created for a study on caregiver burden in cerebral palsy. Study participants were children aged between 1 to 12 years with a confirmed diagnosis of cerebral palsy and their principal caregivers, who were permanent residents of Galle district. The children receiving services from paediatric wards, outpatient paediatric clinics, Rheumatology and Rehabilitation Unit (RRU) and Speech and Language Therapy Unit (SLTU) of the THK were included in the sample. The original database included information collected through questionnaire based interviews with the caregivers or extracted from the child's medical records. Relevant socio-demographic, disease related and services related data were extracted and analyzed in this study. The initial data collection and data extraction were done by trained pre-intern medical officers. Ethical approval for the study was obtained from the Ethical Review Committee of the Faculty of Medicine, University of Ruhuna, Sri Lanka.
The socio-demographic variables included the age and gender of the child; age, ethnicity, residential area, educational status, employment status, income and social class of the caregiver. Social class was categorized according to the classification given by Barker and Hall (1991) based on father's occupation (or mother's occupation if father is unemployed or had a lesser occupational status than the mother). The professionals, semi-professional and non-manual workers were classified as upper social classes, where as skilled and unskilled manual workers or unemployed were considered as lower social classes.
The functional status of the child was assessed by a Consultant Paediatrician based on the information available in the medical records of the child. The data analysis was done using SPSS (version 18.0) statistical software package.
RESULTS
The study included 375 caregiver child pairs. The mean age of the children in the sample was 3.2 (±2.7) years and there was a slight male preponderance (51.2%).
Ninety seven percent of the principal caregivers were the mothers and nearly 2% were grandmothers.
Fathers contributed as principal caregivers in approximately 1% of the children. Age of the caregivers ranged from 18-65 years and the mean age was 32.4 (7.2) years. Over 70% were from rural, low socio-economic backgrounds. Majority of the caregivers (75%) were currently unemployed and 20% have given up their jobs to look after the child. The basic socio-demographic profile of the children and their caregivers is shown in Table 1 . Approximately 2/3 rd of the children had spastic quadriplegic cerebral palsy and 54% had some comorbidity such as epilepsy or heart diseases. Majority of the children (30.9%) had 3-4 functional problems.
The limitation of motor functions was the commonest functional problem (77.6%) in this sample. Problems with bladder/bowel function (70.4%) and impaired social activities of daily living (69.3%) were also prevalent (Table 2) . Table 3 shows the use of health, education and social care services by the children with cerebral palsy in this sample.
Utilization of health services:
The vast majority of children in the sample used some form of therapy service. Approximately 98% of the children received physiotherapy. Despite the higher prevalence of speech problems (approximately 58%), only 48% received speech therapy. Although over 70% had problems with mobility and activities of daily living, only fewer than 10% received occupational therapy.
Status of schooling:
Among pre-school and school age children (N=164), over 70% had never attended school and only 29 (17.7%) were receiving a formal education. None of the children attended a special school designed for children with special needs. Among those attending schools (N=29), only 17.2% received special education.
Availability of social support and special facilities:
Regarding Social care and assistance, the majority of the children with cerebral palsy in this sample (86.4%) did not have any special facilities at home. The only available special facilities included special equipments such as special seating and mobility aids.
DISCUSSION
In this study sample, many deficits in the use of specific therapy were observed, indicating the unmet needs in these areas. Similarly, the use of educational and social services was far from optimal, probably as a result of unavailability and difficulties in access. Lack of awareness and direction could be a contributory factor for poor utilization of available health care in some instances. While many were attending this tertiary care institution for physiotherapy, the speech and occupational therapy services in the same facility were not utilized by them (Table 3) . From non-governmental organizations 11 (2.9) *Percentages do not add up to 100 due to multiple responses* Children with special needs have a greater demand for health care than those without special needs (Szilagyi 2004, Newacheck and Kim, 2005) , resulting in increased health care costs. From our results it was evident that over 70% of the children with cerebral palsy belonged to economically deprived families and a considerable proportion (20%) of caregivers had given up their jobs to look after the child (Table 1) . Moreover, the majority lived in rural areas, and the services of therapists are virtually limited to major hospitals in urban settings, compelling them to travel over long distances. The interplay of these conditions can create a vast economic burden. Van Dyke (2004) reported similar conditions among children with disabilities in the United States. Although unmet health care needs were observed in a minority compared to our study sample, the proportion with economic hardships was substantial, partly as a result of their caregivers cutting back or quitting work. Provision of financial assistance through government or non-governmental sources would be a crucial factor to ensure an acceptable level of health care for these children. The need of financial assistance for families of children with special health care needs has been highlighted by other studies also (Bertule and Vetra, 2014) .
Children with disabilities are more likely to have low school enrolment and high dropout rates (UNICEF, 2012) . Even with a high national primary school enrolment rate at 92%, many children with disabilities in Sri Lanka have not started schooling according to the Ministry of Social Welfare (2003) . Similarly, the Ministry is concerned that the attrition rates of children who have disability are high. Both these concerns are reflected in our findings where only a minority of children (less than 30%) had ever attended school and a substantial dropout rate of 11.6% was observed ( Table 3 ).
The majority of the children who were attending schools or preschools in this sample were enrolled in general classes of mainstream schools along with the other typically developing children (Table 3) . Although this could be viewed as a positive step towards inclusive education, the extreme competitiveness and the tight work schedules prevailing in the classroom settings in Sri Lankan schools may place them at a disadvantage.
Provision of care for a child with a disability is a challenging experience for the caregivers (Raina et al, 2005 , Brehaut et al, 2009 . The role of social support is identified as an important factor in preventing negative consequences of caregiving (Ha et al, 2011) . Apart from the minority (12.8%) who received some financial assistance from the Department of Social Services and a few non-governmental organizations, the families of children with cerebral palsy in this sample have not received any other form of external social support ( Table 3 ). Considering that over 70% of the sample is socio-economically deprived, our findings reflect an enormous gap between the needs and services. In addition, the financially stable families could also benefit from other forms of social support such as counseling and respite care. Such services are yet an unavailable luxury for the caregivers of the disabled in Sri Lanka.
This study is the first attempt at identifying the health and social care needs of an important group of children with disabilities in a low resource setting. Its major strength is the use of data from a larger sample. However, our findings are limited by the fact that the children and caregivers studied are those already accessing the health services. Therefore, the prevalence of health care utilization could be an overestimation of the actual usage observed in a community based survey. Since it is evident from the results that the receipt of care is not optimal even among the users, we can safely assume that the unmet needs are even greater among those whom we failed to capture in this study. Secondly, the sample was derived from those attending a government health care facility which offers free health services and normally caters to low and middle income categories. This can lead to an under-representation of economically stable families in the sample, which could partially explain the greater numbers of participants being among disadvantaged groups. A third limitation is the use of secondary data, limiting the comprehensiveness of the survey. For example, we were unable to assess the need for certain aspects of care such as dental services or nutritional care. Lack of recorded data on such aspects among the current assessment of children itself is a clear indication that these areas are not adequately addressed during the routine care provision and suggests the possibility of further unmet needs. Further research is needed to evaluate the specific health and social care needs in these children and the extent to which these needs are met by their care plans.
CONCLUSIONS
This study revealed that there are many unmet health and social care needs among children with cerebral palsy, especially in the areas of specific therapy (speech therapy/occupational therapy), education and social support. Early identification of disabilities and formulation of long term care plans involving multidisciplinary management is a priority in provision of care for these children, in order to achieve better outcomes.
